increased repeat expansion and disease severity, as evidenced by the average age of onset and overall morbidity of the condition. An expansion of over 35 repeats typically indicates an unstable and expanding mutation. An expansion of 50 repeats or higher is consistent with a diagnosis of DM1. DM1 is a multisystem and heterogeneous disease characterized by distal weakness, atrophy, and myotonia, as well as symptoms in the heart, brain, gastrointestinal tract, endocrine, and respiratory systems. Symptoms may occur at any age. The severity of the condition varies widely among affected individuals, even among members of the same family.
Comprehensive evidence-based guidelines do not currently exist to guide the treatment of DM1 patients. As a result, the international patient community reports varied levels of care and care quality, and difficulty accessing care adequate to manage their symptoms, unless they have access to multidisciplinary neuromuscular clinics.
Consensus-based care recommendations can help standardize and improve the quality of care received by DM1 patients and assist clinicians who may not be familiar with the significant variability, range of symptoms, and severity of the disease. Care recommendations can also improve the landscape for clinical trial success by eliminating some of the inconsistencies in patient care to allow more accurate understanding of the benefit of potential therapies.
Methods
The Myotonic Dystrophy Foundation (MDF) recruited clinicians from the United States, United Kingdom, Canada, and Europe who have experience in the treatment of individuals living with DM1 to develop consensus-based care recommendations.
The project included a Steering Committee of 10 and a total Working Group of 66 clinical professionals, with additional support from the US Centers for Disease Control and Prevention and the services of a facilitation firm, Interaction Associates (San Francisco) , that provided the meeting facilitation necessary to execute the Nominal Group Technique portion of the methodology. MDF provided project design, development, and management support.
To streamline the project timeline and lower project cost, MDF developed a 2-phased, consensus-building methodology using components of the Single Text Procedure 2 and the Nominal Group Technique. [3] [4] [5] These facilitation approaches were selected because they could be effective within the context of the limited clinical care data available for DM1, the clinical content already available, and the complexities of working across a large, multinational group of experts.
The Working Group was divided into 8 Study Area subcommittees, each led by a Steering Committee chair who identified members for his or her Study Area. The Study Areas were each assigned several body systems affected by myotonic dystrophy.
Working Group subcommittee members began the consensus-building project by creating the background reading lists for their Study Areas. These reading lists were refined as the project moved forward, and the Study Area lists serve as the bibliography for the final Consensus-based Recommendations.
The Single Text Procedure, using a single document as a starting point to incorporate the input and contributions of stakeholders, was used to begin the consensus-building effort. In this process, stakeholders add, subtract, and refine a draft text that becomes the foundation for a final ratified document.
Working with MDF, Margaret Wahl, RN, organized the draft document, drawing substantially from care content in the MDF Toolkit developed by the MDF's Scientific and Medical Advisory Committee, as well as several other key references. [6] [7] [8] [9] MDF circulated the draft document to Working Group members, along with other materials designed to help coordinate the editing and revision process. Working Group members read the draft content for their Study Areas and provided Study Area-specific recommendations. MDF aggregated all the revisions and suggestions into a single updated document. Recommendations in conflict were circulated to the group for discussion and resolved through serial conference calls.
The Steering Committee reviewed the aggregated document, offered revisions, and then returned it to the full Working Group. This process was repeated until the Steering Committee and Working Group achieved consensus.
Sixty-six Steering Committee and Working Group members then met for a face-to-face summit that involved the second phase of the project, the Nominal Group Technique.
The Nominal Group Technique is a face-to-face, structured group meeting led by an experienced facilitator. Participants engage in a serial discussion of each revised, updated, or newly-generated recommendation led by the facilitator. MDF engaged 7 professional facilitators from Interaction Associates to drive consensus building in Study Area subcommittee meetings at the summit.
Comprehensive evidence-based guidelines do not currently exist to guide the treatment of DM1 patients.
MDF then created an updated document aggregating the changes from the facilitated discussions, and the full Working Group went through the same facilitated process again with the new document, which concluded the Nominal Group Technique portion of the process.
MDF then created a postsummit, updated document based on full-group feedback at the meeting. This version was used to conduct a final series of rounds of edit solicitation and updated document review through email and conference call. These efforts led to the final consensus-based care recommendations and Quick Reference Guide for Adults with DM1, which were completed in mid-2017. The Quick Reference Guide is provided as an appendix, and the full document is available online (appendix e-1, links.lww.com/CPJ/ A53). Both feature flowcharts and other infographics for ease of use.
Results
See full recommendations at Neurology.org/cp. 
Conclusions
The recommendations in this study are intended to lead to more informed and prepared clinical professionals and more readily available and high-quality care for affected families. The Consensus-based Care Recommendations support an international clinical trial environment that is better prepared to successfully assess the effectiveness of the potential therapies. The 2-step methodology used to drive this consensus-building process enabled a streamlined and relatively low-cost medical guideline development process, resulting in care recommendations available to clinicians in a timely manner.
The 2-step methodology used to drive this consensus-building process enabled a streamlined and relatively low-cost medical guideline development process. 
